Introduction
Patients frequently ask two poignant questions during their management: 'how will I be after my treatment?' and 'am I cured?' Focused or absolute answers are generally frustratingly absent and the multidisciplinary team are likely to be guarded in their response because at presentation the site of the tumour and the stage of the disease will influence treatment possibilities and outcome. Outcome from the varying treatment modalities have been reported in terms of survival-interval and more recently the patients' quality of life (QoL). The latter outcome is a multifaceted and dynamic concept which the World Health Organisation defined as a: "broad ranging concept affected in a complex way by a person's physical health, psychological state, level of independence and their relationships to salient features of their environment＂ (WHOQOL group, 1993) . More specifically such data in the context of disease is described in terms of health-related QOL (HRQoL) the subjective experience of the impact of health status on QoL for the patient (Curtis, 1997; ) and can in relation to H&NC patients be described as a patient's physical, emotional and social function at the pre and post-treatment stage Taft, 2001) .
The number of studies that routinely report on HRQoL has increased substantially over the last twenty years. In the literature it has been recommended that HRQoL tools should not only be used within the research arena but also within the clinical-setting (Velikova et al 2010) . However the recommendation has not been put into practice and their use within the clinical setting remains limited. It would seem that clinicians have a poor understanding of what is available and are not able to link the findings with the clinical reality in which they work. This is despite patients reporting them both as a useful way of structuring their thoughts during outpatient appointments as well as a way of building a rapport with the teams involved in their care Morton, 2006a, Velikova et al., 2010) . Researchers have investigated why clinicians do not use QoL measures routinely within the clinical environment Morton, 2006b, Kanatas et al., 2009 ). The results have suggested that clinicians do not view the findings as relevant to the clinical setting and that the logistical burden in the resultant collection and analysis of the data is too great. The volume of QoL questionnaires to choose from further complicates the situation. In a review of the head and neck cancer (H&NC) literature Kanatas and Rogers (2008) identified five broad categories of patient completed QoL questionnaires and as many as thirteen diseasespecific questionnaires. Their conclusion was similar to a previous review by Ringash and Bezjak (2001) in which it was acknowledged that choice of questionnaire should be governed by the research questions being considered and the resources available.
The use of QoL data acknowledges that the patient aspect should be represented and that this information should be collected from the patient rather than from other sources such as health care professionals or carers, the former are likely to over estimate the physical symptoms (Reid et al., 2009 ) the latter under estimate the emotional aspects of the disease (Sollner et al., 2001) . Complexity exists in all aspects of the field from the choice of questionnaire available to the possible influences on the results. Many and diverse variables would appear to impact on QoL scores and these include psycho-social factors: tumour characteristics, physical symptoms, (Campbell et al., 2004) treatments undergone, (Department of Health, 2011 as well as psychosocial aspects of patients (Llewellyn et al., 2005 , Howren et al., 2010 .
The multi-dimensional and subjective nature of QoL makes it difficult to fit into the biomedical model throughout the treatment management process. The link between QoL scores and survival for this group of patients has been noted to be neither strong nor proven (Mehanna et al., 2008) . Over time the scores within categories or sub-categories might vary without an apparent change to the overall score, or the possibility that if scores do change they are often in relation to the patent's emotional response to a life-changing event and not as a consequence of a shift in physical symptoms. It is therefore very possible that scores are more a reflection of people's adjustment to their change of circumstances rather than a measure of their physical or emotional state. This notion has been demonstrated by a study by Logemann et al (Logemann et al., 2001) in which the impact of dry mouth on H&NC patients' function and perception of their swallow was investigated post radiotherapy. Logemann et al concluded that dry mouth did impact on sensory and comfort issues of swallowing but not on the actual function of the swallow. This would suggest that the patients are moderating or adjusting to the experience and that whilst objective measures are important there is value in collecting the diverse subjective aspects because this will influence patients' score to physical aspects of the disease or treatment. A systematic review of the HRQoL, for H&NC patients diagnosed and treated with reference to psychosocial variables Llewellyn et al (Llewellyn et al., 2005) suggested that personality, depressive symptoms, social support, satisfaction with consultation and information, consumption of alcohol and tobacco all influenced HRQoL scores. In the same year a study carried out by Scharloo et al (Scharloo et al., 2005) described how illness perceptions by patients -attention to symptoms, believing in a greater likelihood of recurrence, engaging in self-blame, and a strong emotional reaction to the illness-all contributed to lower QoL scores. There are therefore indications that the impact of the disease and treatment is moderated by subjective patient characteristics. A review of the QoL within the field of H&NC by Montazeri (Montazeri, 2009) identified eight papers that reviewed QoL and survival. Whilst four of the papers were not conclusive in their findings about the effect of QoL on survival a further four did show a clear relationship in areas such as cognitive function, (de Graeff et al., 2001) pain, appetite and eating scores (Karvonen-Gutierrez et al., 2008) and pre-treatment fatigue (Karvonen-Gutierrez et al., 2008 , Fang et al., 2004 were reported as being linked to survival.
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The conclusion of the review paper was that in order to really identify other variables more methodological and statistical rigor should be used in future studies. This recommendation is a recurring conclusion and perpetuates the concept that quantitative research is an adequate way of investigating the clinical complexity evident within the specialty H&NC. Such an approach holds with the belief that if homogeneity can be achieved between patient-groups eventually statistically significant variables can be identified. Perhaps this is currently an unrealistic goal with the instruments available and explains why different studies might appear to contradict one another. It is therefore possible that the actual variables that truly impact on outcome as measured by QoL remain both multiple, illusive and therefore uncertain.
It would be a limiting concept to suggest that H&NC impacts on the physical aspects of a patient with no influence on the emotional aspect. It would also be too simplistic to suggest that patients do not draw upon previous life events in order to help them mange the current diagnosis. From these two premises there is value in exploring the experience of H&NC at an individual level. The National Institute for Clinical Excellence estimates that 50% of all patients experience anxiety or depression at some point during their cancer assessment treatment and recovery (National Institue for Clinical Excellence, 2004) . If the subjective aspect is left out in an attempt to follow a quantitative approach to study design the relevance of the results will remain, from the clinical perspective, poor representations of the patients. This will mean that clinicians fail to perceive a link between making clinical decisions and the research because it poorly depicts their caseload.
Being able to describe in a more representative way the disease and treatment is the preliminary stage of patient management. A United Kingdom government report has set out the outcomes which it would like to see developed and used within cancer care in England (Department of Health, 2011) The Department of Health cited research by Maddams within this document which predicted that by 2030 there will be more than three million people who will have been treated for cancer and survived, of which a third will be of a working age. The report emphasised the holistic nature of the patient experience acknowledging the financial and emotional aspect as well as the more frequently cited physical aspects. It is a real intention of the government's health care system that patients should achieve as much independence as possible from both the health care system as well as their own support network. Specific aims are set out within the report, one of which is that there should be a decrease in the proportion of people who report unmet physical and psychological needs post-cancer treatment. This is a significant challenge when considered in the context of a 2010 report that detailed patient experience and reported fewer cancer patients than in previous reports had understood the information they were given even at the point of diagnosis (Department of Health, 2010). Specifically within Britain therefore, despite more adherences to time-targets, a cultural shift needs to be achieved from a process-driven system towards a more personalised one. Part of this process has seen the development of Holistic Needs Assessment (HNA) for people with cancer (National Cancer Action Team, 2011). The publication suggested that if the holistic needs of patients were identified patients would be more likely to be engaged with their care, and identify the possible resources or services available during later stages of their treatment. Another government publication published in the same year, Improving Outcomes-A strategy for Cancer Care (Department of Health, 2011) has also recommended outcomes derived directly from patients should form the basis of outcome measures. It would seem therefore that there are two influences that might recommend more qualitative methodologies for the ongoing care of H&NC patients (i) the lack of clear and consistent QoL results (ii) a political expectation, which encourages the description of care at an individual level. It is within this context that the current study was devised. The purpose of which was to establish whether H&NC QoL measures adequately reflect a) the literature on patient experience b) the reported experience of H&NC patients undergoing curative treatment.
Methods

Research design
A qualitative methodology was used in order to identify the themes associated with the experience of H&NC. Three different sources of information were systematically explored using a previously described method of analysing information (Attride-Stirling, 2001). The sources were:
1. The three most commonly used HRQoL questionnaires in the H&NC literature; These had been identified by previous research carried out by Rogers et al (Rogers et al., 2007) who had reviewed a five year period (2000) (2001) (2002) (2003) (2004) (2005) and reported on the range and most frequently used questionnaires. 2. A review of the literature that describes the H&NC patient's experience of the condition, its treatment and sequelae; 3. Semi-structured interviews recorded and transcribed from six H&NC patients. The interview questions were informed by the themes developed from the literature, in source 2.
For each of the three sources the themes were derived using a thematic analysis protocol as described by Attride-Stirling (2001) . The application of thematic networks is a way of organising qualitative data in a systematic way. The thematic-analysis entailed development of a coding-framework that could be used to analyse and categorise each of the three sources of data: The themes were generated independently for the HRQoL questionnaires; but the literature review was used as a way of forming the semi-structured interview structure. This meant the process was sequential and relied upon the literature generating the initial interview structure. In effect the third source was dependent on the themes described in the second. Following categorisation, basic themes that evolved from each source were grouped, re-read and re-framed. The intention was to identify underlying patterns that might not be apparent on reading each in isolation. Finally, a review process took place in order to decide which organising themes were discrete or broad enough, to represent a group of ideas. The themes that were identified were organised in relation to one another such that they could be classified as either super-ordinate, or sub-ordinate to one another. Using the Attride-Stirling (2001) thematic analysis this meant that the themes were classified as basic, organising or global thematic networks. Independent assessment was provided to confirm the validity of the themes. Diagrams which represent and summarise visually the global themes between each of the three sources are presented within the section marked findings.
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Data gathering
Source 1: Thematic analysis of HRQoL questionnaires Rogers et al (2007) had previously carried out a structured review of the H&NC QoL literature in order to determine what questionnaires were used within the research. Three HRQoL questionnaires had been identified as the most commonly used within the research over a five year period (2000) (2001) (2002) (2003) (2004) (2005) . These were: The University of Washington (Hassan and Weymuller, 1993) ; the EORTC C30 and H&N C35 (Bjordal et al., 1994, Bjordal and Kaasa, 1992) ; which are used in conjunction to one another and the Functional Assessment of Cancer Treatment -Head and Neck Subscale FACT (List et al., 1990) . Thematic analysis was carried out on these questionnaires.
The areas represented by each questionnaire require patients to describe in the past week which statement is most representative of their current situation. The University of Washington (UoW) reviews: pain, appearance, activity, recreation, swallowing, chewing, speech, shoulder function, taste, saliva, mood and anxiety. Patients also represent these aspects of their health or function by one of five statements, which grade their abilities from 'no' to 'severe change' in function. Patients also have to identify three domains that are most affected, rate their health to prior to the cancer diagnosis, during the past week and their overall quality of life during the past week from outstanding through to very poor. The Functional Assessment of Cancer Treatment -Head and Neck Subscale (FACT H&N) has a five point scale ranging from a description of "not at all" to "very much" examining specific areas and which include: seven questions re physical well being, seven questions regarding social well being six questions regarding emotional well being and seven questions regarding functional well being one of these questions asks the patient to rate their current satisfaction with their QoL. There are also twelve H&NC specific questions that investigate eating, communication, appearance, smoking, and drinking behaviours and pain. The EORTC reviews via a four-point likert scale with descriptors ranging from "very much" to "not at all" the presence of the quality a range of issues. The general questionnaire EORTC C30 is composed of 30 multi-item scales and single items assessing areas of functioning (physical, role, emotional, cognitive, and social), as well as general symptoms -fatigue, pain, emesis, dyspnea, insomnia, appetite loss, constipation, and diarrhea. The patients are also asked to rate on a seven-point scale their attitude to their own health and quality of life status over the past week. The disease specific module EORTC H&N35 consists of 35 questions including seven symptom scales: pain, swallowing, senses, speech, social eating, social contact, and sexuality. There are 11 additional, single items covering problems with teeth, mouth-opening, dry mouth, sticky saliva, cough, feeling ill, weight loss, weight gain, use of nutritional supplements, feeding tubes, and painkillers. The patient can complete all three questionnaires independently. Health databases to review the literature surrounding H&NC patients' experience and or coping with the disease The search terms used were "head and neck cancer" and "experience"; and "head and neck cancer" and "coping". There was also a manual review of topic areas specific to experience and H&NC.
Source 3: Thematic analysis of patients' perspectives.
A purposive sample of six H&NC patients was recruited for the study from a UK cancer centre. The bio-clinical details and treatment undergone for each participant are presented in Table 1a and Table 1b . have recovered from the acute phase of treatment and not be overwhelmed by some of the pervasive physical symptoms that have been well documented (Rogers, 2010) . Each interview was digitally recorded and independently transcribed before being analysed by the primary researcher. The length of interview ranged from 40-70 minutes.
Sex Age
Findings
Findings from questionnaires, literature and semi-structured interviews
Six global themes were evident; four from all three sources: day to day physical comfort, emotional well being, place in society and own mortality; one from the literature and semistructured interviews; quality of care; and one from the semi-structured interviews: reality.
Diagram 1. Thematic network: Day to day physical comfort
The global themes that were evident from all three sources however differ in the detail covered. The questionnaires were at a basic theme level and remained at the identification and quantification of symptoms function and role. The literature and semi-structured interviews revealed a wider range of physical and emotional symptoms and demonstrated increased subtleties. This meant that there was more explanation into how participants coped with physical and emotional symptoms, as well as place in society. All three of the above semi-structured interview excerpts describe symptoms and functioneating in public, reduced tongue mobility and the ongoing issue of pain-but also describe what strategies the participants use to over come them.
Whilst as a basic theme identification of primary risk behaviours such as tobacco and alcohol use were evident within one of the three questionnaires-the FACT (I smoke Cigarettes; I drink alcohol); the semi-structured interviews were able to develop the theme into a personal appraisal of such behaviours being renewed. Within the global theme place in society the HRQoL questionnaires revealed the basic theme of personal roles identified at work, -"my work is fulfilling" and within social and family circles " I get emotional support from my family", " I feel close to my partner" (FACT H&N). Within the interviews the global theme was expressed more in terms of the alienation from society and the purpose of some roles that participants had. Participants were very specific and actively chose who would or would not know about the diagnosis and the treatment, a way of maintaining a particular role but which within the FACT might still be labelled as having family support and so overlook certain choices made to protect other members of the family.
Participant 1:"I couldn't tell my brother and sister, or my children. One of my sons had a first child on the way and he was born three days after I left the hospital so I couldn't possibly worry him. ……..My younger son had had a terrible accident when he was ten months old, he poured a kettle over himself, so knowing that I had mouth cancer, I didn't even want him to come and see me, I thought it would bring it all back to him, so I shut them out of life whilst I was in the hospital."
Diagram 2. Thematic network: Emotional well-being
The semi-structured interviews also revealed the detail of explicit secondary gain that predominantly focussed around enhanced relationships. This included the adjustment of values and priorities such that more time was spent with family members. Situations were also reappraised in the context of health and survival.
Participant 4: "I allow a lot of trivialities to go out the window, which I wouldn't have done before……..domestic situations at home, I'll break something it would have bothered me before, and I would have fixed it quickly but it can wait. I'll get it done when I feel like it when it's convenient………. I can't wait to see my grandkids. It makes you more appreciative of your family."
The final common theme between all three sources "Own Mortality" was again explored to different depths by each source. Within the HRQoL questionnaires it was evident with the FACT questionnaire "I worry about dying" In the literature it was explored through the theme of disease recurrence-a substantial part of the H&NC survivor literature (Llewellyn et al., 2008 , Humphris et al., 2003 and an acceptance that death is a possibility (Chaturvedi et al., 1996) . Fear of recurrence within the semi-structured interviews was openly expressed. There was acknowledgement that participants had actively prepared for the possibility of dying soon after treatment. Five of the six participants had made personal preparations in the event of not recovering enough to adequately deal with personal effects.
Participant 1: "All day for a couple of weeks I didn't think I would survive the operation and I knew the house would have to be cleared so I just spent day after day clearing books. One day I had eight bags for the charity shop."
Two participants within the global theme of mortality expressed regret at having the treatment. There was a sense of reappraisal in the context of having the treatment and an admission that the current existence was hard to reconcile because of the change in function.
Participant 3: "I wish to God now that I had not had it done and I would have just carried on for twelve months with a bottle in one hand, well not for twelve months I most probably would have had three. I'm not used to being ill for longer than a couple of weeks."
One of the participants commented on the difference for them between the questionnaires and an interview discussion.
Participant 4 : "if you do the normal surveys when you've come round and asked me questions, I tick and cross the response but I don't think I give out that much information,………… but some people like me when you start talking never stop and then you find out so much in twenty minutes, -all in one go."
Diagram 4. Thematic network : Own mortality
Findings from literature and interviews
The literature and interviews added a further global theme: quality of care.
The quality of care theme was able to illustrate patient vulnerabilities and assumptions that might be present during the treatment process. There was a sense from participants interviewed that it was not possible to really appreciate how long it would take to begin to recover from the treatment. The semi-structured interviews gave evidence of the difficulty participants had in the assimilation of written and verbal information, and more specifically the implications of not understanding information. One participant explicitly described how it was difficult to appreciate what the real meaning was of a neck dissection until it had happened, relating it then to physical changes.
don't really know what that means. I didn't know the glands were as big as they were. It was obvious what was happening but I didn't understand what it would mean."
Another described how despite needing three operations within the space of three weeks it was not possible to be prepared any more comprehensively because of it being so difficult to predict the course of recovery. Research has concluded that the timeliness, individuality and amount of written and verbal information given to patients are vital if trying to reduce evident mismatch between patient expectations and experiences (Llewellyn et al., 2008 , Llewellyn et al., 2006 .
Diagram 5. Thematic network: Quality of care A substantial organising theme was the relationship with the team. Examples were given within the literature of individual and patient orientated care and although the teams judged this as time consuming, (McLane et al., 2003) it was seen to have value and focus to the team and patient interactions. H&NC patients undergoing treatment have been described as resilient and resistant to offers of help (Wells, 1998) , an issue echoed within the semi-structured interviews when a participant described not wanting to bother busy ward staff unless there was a real need. For example it might also be that there is some difficulty in patient compliance and adherence to treatment programmes that needs to be identified and addressed (Edmonds and MaGuire, 2007) . Specific to the semi-structured interviews there was evidence of institution organisation difficulties. These included logistical and practical issues relating to appointments. Both the literature and semi-structured interviews disclosed information relating to the humane judgments in patient care. There was evidence to suggest that it was expected that there would be good advanced communication skills used, which would result in a consistent and understood message from the teams (Moore et al., 2004 , Llewellyn et al., 2006 . Specifically the semi-structured interviews highlighted the utter trust, vulnerability and belief in key members of the clinical team that the participants had.
Participant 1 "Well you couldn't be in better hands anywhere in the world, from first meeting my surgeon I had no fear and trusted him. I always felt better when I left the appointment he was just so down to earth and gave me so much confidence."
Participant 2 "And the surgeon's reputation is important, because you're thinking if you are going to do this to me, and you are telling me its going to work, I have to believe you are the best to do it, because if I don't then you are completely lost…They don't make you feel like a number. If I've got a problem I can raise it with somebody. It's not as though you go to the bottom of the pile and have to repeat it all the next time you visit they remember the conversation and what was on your mind at the last appointment."
Findings from the semi-structured interviews
The semi-structured interviews revealed a specific global theme, reality that reflects some of the stoical aspects of the participants in dealing with the situation. In this context participants described unremitting symptoms, the acceptance of being reactive rather than in control, the need for an inner strength and the stark choices that had been faced during the assessment and treatment phase of their disease. Participants did not perceive choice at the time of treatment because in reality little choice existed in deciding whether to have treatment.
Participant 5: You've got no option, it's that or nothing, so you have to have it done you don't have to think about it at all-there is no choice."
The perceived choice by others was not in reality available to the participants. This aspect of stark choices linked to the basic theme of alienation that participants felt in the global theme "place in society". The inner strength that became an organising theme was made up of examples of physical and emotional loneliness and a sense of if the participants did not deal with the issues then no one else would.
Participant 3 "I just worried that I'm not going to feel much better and I'm finding it difficult to cope."
Participant 5 "The days pass and you go to sleep and you relax and you don't think about it even with the tube in your neck (tracheostomy) you have to learn to switch off and let the nurses do the worrying."
There was also evidence of unremitting symptoms, both physical and emotional that were continually present and difficult to ignore. This in part explained the reactive state that participants expressed in which they were not able to take control of certain symptoms.
There was a sense of needing to wait to heal; knowing that to be too active would lead to frustration, fatigue and deterioration in function. The evident stoicism and depiction that participants presented that they were emotionally coping hid the reality of the gruelling impact that participants dealt with.
Participant 3 "Once you let your defences down that's when you start to crumble, so it's as though I'm standing on the outside of the building, but I've crumbled inside, ………there are times in the last few weeks I've felt 'oh hell what's the point, I'm not bothered but I don't let on."
From the semi-structured interviews it was possible to represent the global themes from statements made by the patients such that statements could be categorised under the global themes and perhaps give some real salience to the experience of the disease and treatment of H&NC. Diagram seven represents the 45 statements under one of the six global themes.
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Diagram 7. Statements from participants that represent six themes.
Discussion
Three sources of information relating to the experience of H&NC have been thematically analysed using a previously described approach (Attride-Stirling 2001). HRQoL questionnaires focus on symptoms and function, which mean they remain at the level of basic themes. They do not allow the influences or the connections between scores to be understood so that patient adjustment and reappraisal when undergoing treatment is poorly represented. Whilst there might be changes identified by HRQoL questionnaires when they are repeated, there is limited explanation as to how the patient might have achieved this or the relevance of the symptom or change in function for the patient. This perspective is verified further in the context of the literature which has suggested that H&NC patients will under-report symptoms, due in part to a sense of hopelessness and loss of meaning to life following treatment for the disease (Moore et al., 2004) . It might be therefore that the use of HRQoL questionnaires under-represents patients' real experience both in terms of intensity and scope.
This investigation of the experience of H&NC enables one to conclude that there are perhaps complex and interactive patient characteristics that will impact on the H&NC patients' QoL scores. The semi-structured interviews identify in participants a reappraisal of values, numerous coping strategies, and adaptation. It might therefore be that HRQoL questionnaires are measuring other effects, that modify patients' scores which are not directly related to the treatment and disease and which might, if better understood, give insight to the patient, carers and health care team which might secure a more successful management of the patient. A specific example of this can be seen within health behaviours. If a patient is still smoking or drinking alcohol the behaviour should not only be identified but have a patient specific commentary so that the health care professional might become more informed of the context for the continuing behaviour. If this could happen cessation programmes if appropriate might be more successful. Assessment of the existence of risky behaviours is only evident within one of the three most regularly used HRQoL questionnaires the FACT. It would seem therefore discussion of health behaviours is poorly represented within HRQoL questionnaires.
The current study demonstrates that the focus of HRQoL questionnaires is narrow and that it is important to build a context in which the HRQoL variables are a part rather than the whole. Whilst physical, emotional symptoms and personal relationships are a substantial part of a patient's description of their well-being they are not the complete picture. In order to achieve this, patients' needs and possible current limitations, quality of care and the reality of the situation for them as individuals should be discussed. If this aspect of the whole person can be better understood then personalised care can be described and care plans created which meets UK government policy (National Cancer Action Team, 2011). It might also be that the process of semi-structured discussion allows a patient to review their concerns and have them recognised as important aspects of their care. Through this method of investigation the health care team might begin to truly understand, in the context of the patient's own previous life-experiences why they might have reacted in a particular way during their treatment and recovery. Such understanding and reflection might allow patients to recognise at an earlier stage their needs, which might avert a crisis; a further intention of the Holistic Needs Assessment set out by the National Cancer Action Team (2011). It might also mean that patients are able to discuss and understand dissatisfactions in life without having feelings labelled as either anxiety or depression.
It has been suggested by Salander (Salander, 2011) that the added burden of the cancer diagnosis and treatment prompts patients to seek support in order to lessen the total psychological burden. He went onto suggest that whilst patients need medical input to cure them of the cancer they are capable of lessoning some of the emotions associated with the situation. As part of this process they may respond well to the opportunity to reappraise their life. Within a treatment paradigm patient data should not only act as a descriptor but also as a way of formulating a treatment plan. If this could be achieved, studies would move beyond recognising the presence of the impact towards aiming to describe more specifically how treatment has affected patients. Discussion via semi-structured interview enables much more explanation of the patient's situation and allows for the true context of the symptom or feeling to be described. This approach is more holistic and might allow for the medical team to make judgements with the patients, which relate to their tolerance of the situation. This method of enquiry is less likely to be open to misinterpretation and might add more satisfactorily detail so that care-plans might be formulated. It might be that HRQoL questionnaires can act as a screen of needs assessment for some of the more obvious physical and emotional impacts of the disease and treatment, but they should not take the place of detailed discussion between the team and patient, and in no way can they be said to be representative of the whole experience.
Conclusion
Outcome should be represented in more meaningful terms than length of survival or clinical process targets. HRQoL measures might identify some of the more superficial aspects of outcome but a more rounded understanding of the covert aspects may positively support both the patient and their carers through such life-changing experiences. HRQoL questionnaires cannot be said to adequately reflect either the available literature on patient experience or the reported experiences of H&NC patients themselves. Review of all three sources would suggest that when used HRQoL questionnaires are used there is a narrow, symptoms biased collection of information. The questionnaires cannot capture the wealth of the data that is potentially available or offer an explanation to some of the measures that are taken.
Health care teams, patients and their families should understand the impact of H&NC and its management from a holistic perspective so that the care can be achieved successfully for each individual. HRQoL measures by necessity have a narrow focus on symptom and function and these can be mistakenly seen as representing a patient's QoL rather than as some of the constituent parts. Within a clinical setting it would seem valuable to routinely invite patients who have undergone treatment to discuss, in a semi-structured way, the individual impact of the disease and the treatment. The purpose of this would be to facilitate a deeper understanding through explanation of the individual experience and to enable specialist teams to support patients more appropriately in outpatient settings. If this were to happen it would enable teams to move away from the quantifying process, in which a change in score has limited real meaning towards more a detailed explanation. Moving towards a more holistic needs assessment should enable patients to explain what has happened to them and to appreciate a more complete picture of the impact. If this could be achieved one might expect that a patient is less dependent on others for their well-being and that they could seek help earlier. There should be a recognition that patients' minds are intrinsically linked to their physical status and are not well represented because they are hard to describe in a meaningful way.
This study only examined the experience of six H&NC patients' experience of their treatment within a UK cancer centre. The statements gathered from them can be used in a more formal way to investigate the experiences of other H&NC patients. A future study will use the list of statements generated from the six identified themes with other H&NC patients and invite them to rank them according to how like or unlike their experience of the disease the statements are. The current study has therefore acted as a way of creating a set of statements from three sources, and is part of the a method called Q Methodology, which has been described as a way of looking for patterns in the way people think (Webler, 2009 ). There is perhaps a role for more qualitative methodologies to be used alongside quantitative methods in order to discover what factors affect people who survive the disease, which to date has been poorly identified. This may allow a structured approach that is replicable with more groups of patients and this might be said to be an influential method of gathering key factors that are important for patients at an individual level. The ultimate goal will remain to collect information that can inform the management of patients who live with the consequences of a life changing event so that they can live as independently as possible from health care systems and carers.
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